parental preferences for how information is obtained. Parents of children with NS are expected to understand their child's disease and treat relapses but they often feel overwhelmed and can be prone to error. Parents of children with NS experience a lower HRQOL compared to controls, 1 while families experience significant mental and economic stress. 2 This study was designed to assess parental understanding of NS. Methods: Families of children with at least one relapse of NS were consented for a face to face or telephone interview. The interview followed a questionnaire template, although free talking was encouraged. Key domains were i) disease understanding, ii) management of NS and iii) access to information. Common trends and responses were identified and notable observations were recorded.
parental preferences for how information is obtained. Parents of children with NS are expected to understand their child's disease and treat relapses but they often feel overwhelmed and can be prone to error. Parents of children with NS experience a lower HRQOL compared to controls, 1 while families experience significant mental and economic stress. 2 This study was designed to assess parental understanding of NS. Methods: Families of children with at least one relapse of NS were consented for a face to face or telephone interview. The interview followed a questionnaire template, although free talking was encouraged. Key domains were i) disease understanding, ii) management of NS and iii) access to information. Common trends and responses were identified and notable observations were recorded.
Results: Twenty one parents were interviewed. The mean age of affected children was 8.5 years (range2-17yrs) and the mean duration of NS was 4.4 years (range0.5-14.5yrs). The mean number of steroid-sparing agents ever used was 2. Eight children (38%) had undergone renal biopsy. Although most parents (90%) felt they understood the disease, only a minority could appropriately explain relapse definition (29%) and potential complications (24%). Inappropriate dietary restrictions were imposed in 57% during remission. The management of NS was generally well done, with most parents appropriately testing urine (81%) and managing relapses (90%), but 48% children had missed more than 2 weeks from school in the previous year due to NS. More than 90% of parents had searched online for disease and drug information. Further information was desired in paper form (71%), hospital website (81%) and face-to-face workshop (90%), with most wishing to meet other children with NS.
Conclusions: Parents generally overestimated their understanding of NS, however their management was generally well done. There is an obvious need for more educational resources. Parents desired more information and support in various forms, especially face-to-face workshops for families of children with NS and locally based websites. 0.82-7.11, p=0.073), returning to pre-vaccination levels after 13vPCV introduction in mid-2011 (IRR 1.28, 95%CI 0.13-6.39, p=0.758). Non-vaccine serotype isolates almost tripled following PCV introduction. Disease severity remains unchanged. Neurological sequelae occurred in almost one third; over half (17%) classified as severe. Case fatality rates remain at 10%. Children who were younger at diagnosis (<12 months), presented with seizures, hypotonia or focal neurology, had high CSF protein levels (>3), or required ICU admission, ventilation or inotropes, had a greater risk of poor outcome and mortality. Multivariate analysis indicated rural/remote location at diagnosis (OR 0.26, 95%CI 0.08-0.91, p=0.035), focal neurology (OR 6.13, 95%CI 1.85-20.32, p=0.003) at presentation and admission to ICU (OR 4.22, 95%CI 1.10-16.24, p=0.036) were independently associated with mortality.
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Conclusion: Pneumococcal vaccination has reduced the incidence of pneumococcal meningitis but not disease severity in Western Australian children. The increase in age at diagnosis raises the question of whether a booster should be provided at 12-15 months for all children. Ongoing monitoring of disease burden and serotype replacement is essential to guide vaccination strategies. Development of pneumococcal vaccines beyond simply increasing capsular serotypes needs to be prioritised. Background: The referral process is a crucial component in delivering timely healthcare, with breakdown in communication ultimately reducing the quality of care.
1 Public hospital clinic appointments are traditionally centrally controlled, minimising the choice of referrers and patients. Electronic medical systems present an opportunity to streamline the referral and booking process 2 and empower referrers and patients to contribute. The aim of this study was to evaluate the impact of implementing an online referral and appointment booking service to a paediatric outpatient clinic, specifically in regard to: i Reported lost referral rate ii Failure to attend rate iii Cost reduction iv Administrative savings Methods: An online referral form was created in consultation with the tertiary hospital information technology (IT) department. An online appointment booking calendar application was made accessible to referrers and parents at the time of referral, permitting appointment scheduling at this time. Referral data pre-and post-implementation was analysed.
Results: A total of six paediatric metropolitan communitybased clinics within the catchment of a tertiary hospital were chosen. All referrals (n = 149) received over a three-month period pre-and post-implementation were analysed. The number of reported lost referrals decreased, from 16% of referrals identified as being not received on first referrer attempt pre-implementation, to 6% post-implementation. Failure to attend appointment rates also decreased from 16% pre-implementation to 9% post implementation (Risk Ratio 1.7), although this did not reach statistical significance (95% CI 0.6-4.3, p=0.29). The total cost of implementing the eReferral webform was AUS460, with an additional AUD285/year cost of creating and maintaining the online appointment scheduling system. 72% of referrals were submitted online and utilised the booking service, resulting in reduced administration time for the clinician. A more equal spread of appointments across the six different clinic sites was also seen. Increased access to culturally and linguistically diverse (CALD) families who were given appointment details on-site by the referrer via an interpreter was also identified as a benefit in qualitative feedback.
Conclusion: The implementation of a low-cost online referral and appointment booking service improved health-care access with increased reliability of referral being received, slightly improved failure to attend rates, reduced administration time and more equal spread of bookings. Reducing the difficulties for CALD families and allowing families in consultation with the referrer to choose the site and time of the appointment promoted a patient-centred approach, empowering families and making access more equitable.
